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Abstract
Background: Guidelines in paediatric oncology encourage health care providers to share relevant 
information with young patients and parents to enable their active participation in decision making. 
It is not clear to what extent this mirrors patients' and parents' preferences. This study investigated 
communication preferences of childhood cancer patients, parents, and survivors of childhood 
cancer.
Methods: Communication preferences were examined by means of online focus groups. Seven 
patients (aged 8— 17), l l  parents, and l8 survivors (aged 8— 17 at diagnosis) participated. 
Recruitment took place by consecutive inclusion in two Dutch university oncological wards. 
Questions concerned preferences regarding interpersonal relationships, information exchange and 
participation in decision making.
Results: Participants expressed detailed and multi-faceted views regarding their needs and 
preferences in communication in paediatric oncology. They agreed on the importance of several 
interpersonal and informational aspects of communication, such as honesty, support, and the need 
to be fully informed. Participants generally preferred a collaborative role in medical decision 
making. Differences in views were found regarding the desirability of the patient's presence during 
consultations. Patients differed in their satisfaction with their parents' role as managers of the 
communication.
Conclusion: Young patients' preferences mainly concur with current guidelines of providing them 
with medical information and enabling their participation in medical decision making. Still, some 
variation in preferences was found, which faces health care providers with the task of balancing 
between the sometimes conflicting preferences of young cancer patients and their parents.
Open Access
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Background
Good communication in health care is generally consid­
ered to consist o f three broad tasks [1]. The first, interper­
sonal relationship building, is a result o f mutual respect, 
trust and empathy. It is thought o f as prerequisite for the 
other two elements o f  good communication: information 
exchange and participation in the decision-making proc­
ess to the degree that is desired and feasible [2].
Characteristics o f communication in paediatric oncology 
complicate the execution o f these tasks. First, open com ­
munication about the illness is regarded as the best policy 
for child and parents [3], as it leads to an improved 
knowledge and understanding o f the illness, and 
decreases anxiety and depression [4]. Information pro­
vided in paediatric oncology, however, is generally com ­
plex and emotionally charged in nature, and usually 
involves a degree o f uncertainty [5].
Secondly, paediatric oncology care involves a wide array 
o f health care professionals and care settings, which 
requires sufficient collaboration and communication 
within and between these various care settings. These 
characteristics entail the risk o f  miscommunication and 
misunderstanding, which, in turn, may negatively affect 
trust in health care professionals [6-8] and participation 
in the decision-making process [9]. Characteristics sur­
rounding the diagnosis o f childhood cancer, such as the 
urgency in taking action and the threat o f death may also 
cause parents and patients to feel that choices are limited, 
and that they have to rely on health care providers to 
make treatment decisions [9,10].
Paediatric oncology care entails at least a triad, involving 
the medical care team, patient and parents [11]. It is 
increasingly being acknowledged that children should be 
involved in decisions about health care [12-16]. Recently 
developed guidelines encourage health care providers to 
share developmentally relevant medical information with 
the child to enable the child's active participation in the 
decision-making process [17,18]. However, observations 
as well as self-reports show that young people's participa­
tion in consultations is often limited [19-23]. This may be 
a result o f children's own choice, but it may also be caused 
by adults' protectiveness or incomplete knowledge o f  chil­
dren's competence to understand medical information 
and to be an active participant in the medical consultation 
[cf. [13,15]]. Some children have reported to be dissatis­
fied with their non-participant status, which can hamper 
their ability to make sense o f their illness and to have their 
interests taken into account [19,20,23]. Remarkably little 
is known about the preferences o f young patients and par­
ents involved in communication in paediatric oncology. 
Moreover, parents have usually been included in studies 
as source o f information about their children. As Dixon-
W oods et al. [24] argue, this has had a doubly silencing 
effect, as a result o f which the unique perspectives o f nei­
ther parents nor children are considered.
Perceptions o f what constitutes good communication in 
terms o f interpersonal relationships, information 
exchange and participation in the decision-making proc­
ess may differ both between and within groups o f  child 
patients and parents [c.f. [9,23,25-29]]. Insight into the 
needs and preferences o f  young cancer patients and their 
parents may contribute to successful communication, and 
thereby positively affect patients' and parents' satisfaction 
with communication.
Focus group discussions are a means to explore respond­
ents' needs and preferences. These discussions have specif­
ically been recommended in research with children, as 
they allow them to use their own words in formulating 
responses, and provide them the opportunity to resist 
researchers' control o f the research process [30]. The Inter­
net is increasingly being used as a medium for focus 
groups, and the feasibility and effectiveness o f online 
focus group discussions have been reported extensively 
[31-34]. Online focus groups have several advantages 
compared to traditional face-to-face focus groups [32-37], 
for both participants and researchers. Firstly, this method  
allows spatiotemporally separated participants to join the 
discussion from their hom e and at a convenient time, 
which is particularly important in case o f severely ill chil­
dren. The higher level o f  anonymity in online discussions 
has also been shown to allow participants to speak more 
freely and provide more honest answers, particularly 
regarding sensitive topics. Thirdly, the written contribu­
tions o f participants yield immediately available data, 
which considerably decreases costs and time needed for 
data entry and analysis. Children's familiarity with the 
Internet further pleads in favour o f this new methodology.
The aim o f this study is to gain insight into the interper­
sonal, informational, and decisional preferences o f  partic­
ipants involved in paediatric oncology, using online focus 
group discussions. Three groups o f  participants are 
involved: (a) child and adolescent patients (aged 8 to 17 
years) currently in active treatment for childhood cancer, 
(b) parents o f these patients, and (c) children and adoles­
cents (aged 8 to 17 years at diagnosis) who have been suc­
cessfully treated for childhood cancer in the preceding five 
years.
Methods
Participants
Communication needs and preferences were examined by 
means o f  online focus groups. Three groups o f eligible 
participants were selected by consecutive inclusion in two 
Dutch university oncological wards, and asked to partici­
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pate in separate focus groups (Table 1). The first group 
(referred to as 'patients') consisted o f  children and adoles­
cents (8 to 17 years old), who had been diagnosed with 
childhood cancer 6 weeks to 1 year ago, and who were 
currently in active treatment. Separate focus groups were 
organised for children (aged 8 to 11 years) and adoles­
cents (aged 12 to 17 years). Parents o f patients were asked 
to participate in a separate focus group. The third group 
(survivors) consisted o f  children and adolescents who had 
been 8 to 17 years old when diagnosed with childhood  
cancer, and whose treatment had been successfully fin­
ished during the preceding five years. Insufficient mastery 
o f the Dutch language, a lag in development, treatment 
for secondary tumours, and being in a palliative phase of 
care (oncologists' evaluations) were used as exclusion cri­
teria.
For practical reasons, the recruitment o f  patients and par­
ents was carried out differently in the two oncological 
wards. In the first ward, 7 families (7 patients and 14 par­
ents) were informed about the study objectives and meth­
ods and asked to participate by a nurse practitioner, when  
they visited the ward in the period between October and 
December 2005. Twenty-four eligible families (24 
patients and 48 parents) in the second ward were selected 
from an electronic patient recording system, based on  
their order o f  appearance on the ward. They were 
informed about the study and asked to participate by a let­
ter on behalf o f the head o f the Department o f Paediatric 
Hemato-Oncology in November 2005, and received a 
reminder two weeks after the initial letter.
Family members were able to individually chose to partic­
ipate, meaning that not necessarily both parents and the 
child o f  the participating families were included in the 
study. O f the 31 families that were approached in total, 
written consent was obtained from 13 families (11 
patients and 18 parents). Eight o f these families (7 
patients and 11 parents) actually participated. Respond­
ing (N = 7) and non-responding (N = 24) patients were 
comparable with respect to current age, age at the time of 
diagnosis and gender. Responding (N = 11) and non­
responding (N = 51) parents were comparable with
Table 1: Participants o f online focus groups
respect to gender (the age o f non-responding parents was 
not available). In two o f the families that did not partici­
pate despite their initial consent, the child was severely ill 
at the start o f the online focus group. For the remaining 
three families, reasons for not participating despite their 
initial consent were not known.
Because survivors did not visit the oncological ward on a 
regular basis, eligible participants for the survivors group 
were selected from electronic patient recording systems in 
both wards. A total number o f 56 survivors were first 
informed about the study by mail from the hospital in 
February 2006, and, if  necessary, received a reminder two 
weeks later. Written consent was obtained from 19 o f  
them, and 18 actually participated. Responding (N = 18) 
and non-responding (N = 38) survivors were comparable 
with respect to current age, age at the time o f diagnosis 
and gender.
Characteristics o f  participating patients, parents and survi­
vors are reported in Table 2. Research ethics approval was 
obtained for the participating medical centres (METC 
2005-050 and AMO 05/074).
Procedure
The online focus groups were conducted in an asynchro­
nous form [31,32,36], i.e. participants could read others' 
comments and could respond at any time, not necessarily 
when anyone else was participating. This allowed partici­
pants to respond from their hom e and at any time con­
venient to them. The participants received individual 
login names and passwords, with which they could anon­
ymously access the Internet focus group website during 
one week. To ensure anonymity, participants were asked 
not to m ention their own names or addresses, or the 
names o f health care providers. On the third day, partici­
pants who had not yet reacted received an email to invite 
them to respond.
A new question was introduced by the researchers on each 
o f the first five days. As recommended in previous focus 
group research [38], we started with (1) a concrete ques­
tion concerning participants' experiences with the diag­
Patients Parents Survivors
W l W 2 Total W l W 2 Total W l W 2 Total
Approached: N 
Agreed: %  (N ) 
Participated: %  (N )
7
57.1 (4) 
28.6 (2)
24 
29.2 (7) 
20.8 (5)
31
35.5 (1 1)
22.6 (7)
l4 
42.9 (6) 
21.4 (3)
48 
25.0 (12) 
16.7 (8)
62 
29.0 (18) 
17.7 (11)
30 
36.7 (1 1) 
33.3 ( 10)
26
30.8 (8)
30.8 (8)
56 
33.9 (19) 
32.1 (l8 )
Note: W l  = ward 1; W 2  = ward 2
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Patients N = 7 Parents N = ll Survivors N = l
Age: mean (range) 11.6 (8-16) 45.9 (37-72) 15.5 (10-19)
Age at diagnosis: mean (range) 10.4 (8-15) - 11.6 (8-16)
Male gender: %  (N ) 42.9% (3) 45.5% (5) 38.9% (7)
Diagnosis: %  (N )
Leukaemia 42.9% (3) - 55.6% (10)
Brain tumour 28.6% (2) - 11.1% (2)
Lymphoma 14.3% ( l ) - 16.7% (3)
Bone tumour - - 16.7% (3)
Soft tissue sarcoma 14.3% (1) - -
nostic consultation, before turning to more general and 
abstract issues, such as (2) role delineation between par­
ent and young patient with respect to information 
exchange, (3) preferences concerning participation in 
decision making, (4) role delineation between physicians 
and nurses in communication, and (5) role delineation 
between parent and patient with respect to care when the 
child is at home. To give an impression o f the kind of 
questions that were used in the focus groups, questions 
for young children are reported in Table 3. Questions for 
the other groups o f participants were comparable in con­
tent, but the wording was adapted to the age range o f the 
participants.
On the sixth and seventh day, participants were invited to 
introduce new issues they considered relevant in commu­
nication in paediatric oncology. Questions o f the previous 
days remained open for responses during the whole week. 
The researchers acted as moderators by regularly checking 
the postings, and by asking additional questions to clarify 
participants' views if  necessary.
Characteristics o f the reactions to the topics raised during 
the first 5 days o f the focus groups are reported in Table 4. 
Young child patients tended to direct their comments to
Table 3: Questions used in young patients' focus group
the moderators rather than to each other, whereas adoles­
cent patients and survivors developed a more interactive 
way of responding by reacting actively to each others' con­
tributions. Parents entered long and well-considered post­
ings at varying times o f the day.
Topics were derived from the literature and were the same 
for the three groups o f participants. Issues that were 
emphasized differed between groups, because partici­
pants were invited to react on each others' contributions. 
Needs and preferences that were expressed by the focus 
group participants are listed in Table 5. In describing the 
needs and preferences o f focus group participants (see the 
Results section), any differences between or within the 
three groups o f participants are explicitly mentioned. The 
term 'participants' will be used to indicate all groups 
whenever the three groups had similar views about certain 
aspects o f communication.
Key aspects o f  participants' views on communication in 
paediatric oncology were selected. Two authors (MZ and 
KT) each read the transcripts independently and con­
structed a preliminary thematic coding scheme. Disagree­
ments during this process were discussed until consensus 
was achieved.
Day 1 Please think back to the consultation in which you were first informed about your illness and treatment. W h o  told you this? W h o
were with you when you heard the news? W hat did you like about that conversation? About which aspects were you less satisfied? 
W hat would you've rather done differently?
Day 2 There is a law, which states that ill children should know exactly what's wrong with them and what could be done about it. W e'd
like to know your opinion about this. Do you like to talk to doctors yourself or do you prefer your parents to do the talking? You 
may also don't like to be present at all during important consultations, but rather hear everything from your parents afterwards.
Day 3 The law also says that your parents and the doctor will decide what's best for you until you're 12 years old. Do you think that
children are also able to make decisions about their treatment or about the way in which certain examinations should be 
performed? Can you give an example of things you do or you don't want to make decisions about?
Day 4 You've probably talked to quite a few doctors and nurses since you've been ill. Does it matter who you talk to? Which things do
you prefer to discuss with your doctor? Which things would you rather discuss with a nurse? If you'd have to explain to doctors and 
nurses what they should keep in mind when talking with children about their illness or treatment, what would you suggest?
Day 5 Even when you're very ill, you don't have to be in the hospital all the time. Doctors think it's very important for ill children to be at
home and go to school as much as possible. That may be difficult sometimes, because you and your parents have to keep in mind 
many things, such as your medicines, food, and things you can and cannot do. W e 'd  like to know how you handle these things. Do 
you have to think about these things yourself or do you leave those things to your parents?
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Table 4: Characteristics o f response in the online focus groups
Patients N = 7 Parents N = 11 Survivors N = l8
Total number of postings 47 46 l l l
Postings per day* 9 (9-11) 9 (4-12) 22 (20-25)
Postings per participant* 7 (4-11) 4 (1-8) 6 (1-15)
Number of main topics covered 
per participant*
5 (4-5) 3 (1-5) 4 (1-5)
Note. Results are reported for the first 5 days of the online focus groups, with 5 main topics. * Reported are means and ranges
Results
Preferences concern ing in terpersona l re lationships
An open and honest communication was valued highly 
by the participants, as is shown in the following citation: 
'Physicians and nurses should be honest about what's going to 
happen, because if they fool me once I'll never believe them 
again.' (patient, aged 8). The participants realised, how­
ever, that being fully and truthfully informed about the ill­
ness and treatment could be confronting at first. Patients 
and survivors emphasized that openness in communica­
tion applied not only to health care providers, but that 
they themselves should provide honest and open infor­
mation about their physical well-being as well. Parents
expected health care providers also to be honest about not 
knowing certain things.
All participant groups expressed a need for reassurance, 
support, and empathy from physicians and nurses. Par­
ents also wanted to be taken seriously. This included 
being addressed to as an adult, being informed about the 
reasons for certain actions concerning their child, and 
acknowledgement o f their role as parents and experts 
about their child. Survivors expressed another aspect o f  
being taken seriously: 'Nurses shouldn't ask every day: "How 
are you?" When you've heard that question thirty times 
already, it's very tiring to have to explain for the thirty-first time 
that you're feeling very bad' (survivor, aged 19).
Table 5: Needs and preferences expressed in focus groups
Patients (N  = 7) Parents (N = 11) Survivors (N  = 18)
In terpersonal
relationships
In form ation
exchange
Partic ipation  in 
decision making
Honesty x x x
Reassurance, support and empathy x x x
Being taken seriously x x
Sufficient time for communication x x x
Time to come to terms with upsetting information x x x
Trust in health care professionals' expertise x x
Not being constantly addressed as patient x x x
Acquaintance with child patient x x x
Being fully informed x x x
Clarity of information x x x
Opportunity to ask questions during the consultation x x x
Avoidance of technical jargon x x x
Additional written information x x
Unambiguous information x
Differentiation in amount and kind of information x x
General information at diagnosis, detailed information later x x x
Repetition of important information x x
Written summary of consultations x
Notification of the timing of consultations x x x
Presence of patient during consultations x x x
Parent-patient role delineation in information exchange x x x
Accessibility of health care providers x x x
Level of participation in major decisions x x x
Level of participation in minor decisions x x x
Note. x = need or preference is expressed in focus group
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The participants wanted physicians and nurses to take suf­
ficient time to talk, not merely to actually listen to their 
views, and adequately and calmly explain aspects o f the 
child's illness and treatment, but also to be allowed some 
time to come to terms with upsetting information. 
Because o f the latter aspect, diagnostic consultations were 
reported to be often split up in two parts, between which 
parents and patients were given some time alone to be 
able to come to terms with the shock o f the diagnosis.
Trust in health care professionals' expertise was men­
tioned by parents and survivors as another important 
aspect o f interpersonal communication, associated with 
their limited knowledge o f paediatric oncology (see also 
the section concerning decision-making preferences): 
'With proper assistance, explanation, and information, a sense 
of trust will develop, on the basis of which we assume that phy­
sicians will be able to make the best considerations and may be 
able to explain their choices' (parent, aged 45).
The participants reported that it made no difference with 
which health care provider they discussed the child's ill­
ness and treatment, as long as their questions and con­
cerns were adequately addressed. In practice, contacts 
with nurses were reported to be more informal than dis­
cussions with physicians. Nurses talked about patients' 
day-to-day activities and hobbies, made fun with patients, 
and listened to their daily concerns. This kind o f commu­
nication, which did not constantly address them as 
patients, was highly appreciated by patients and survivors. 
Discussions with physicians were more directly related to 
illness and treatment. 'I discuss how I'm doing and my future 
life and so on with my physician, but I guess that's mainly 
because he has to write it down. I also talk about these things 
with nurses, but they seem much more interested. So, a hint for 
physicians: make sure it does not only look like you have to write 
everything down, but really listen to and talk with the child' 
(survivor, aged 17).
All participants wanted the physician to be well 
acquainted with the child's individual situation, and 
therefore preferred continuity o f care, i.e. they preferred 
consultations to be with the same physician during the 
entire course o f treatment. Parents and survivors 
expressed a clear dislike o f repeatedly having to explain 
the child's situation, and felt that the variation in physi­
cians could prevent the detection o f any changes in the 
child's condition. They also preferred to be in contact with 
only one physician because this provided the possibility 
o f establishing a trusting relationship, created unity in 
terms being used, and prevented potential miscommuni- 
cation between physicians.
Preferences concern ing in form ation exchange
The participants stressed young patients' basic right to be 
fully informed about the illness and treatment. A young 
patient (aged 10) expressed an interesting view in this 
respect: 'I always listen in, even when I have to do something 
else. (...) I usually want to know everything they talk about.' 
Participants also acknowledged, however, that patients 
differ in the amount and kind o f information they prefer 
to receive. Particularly information about survival rates 
and prognosis were mentioned as topics that not all child 
cancer patients want to be informed about.
The importance o f clarity o f  information about illness and 
treatment was emphasized by all participants, who also 
wanted to be given the opportunity to ask questions to 
increase clarity. Most participants wanted technical jargon 
to be avoided, although one parent preferred physicians 
to use and explain medical jargon, because that way he 
could search for and understand additional information 
in books or on the Internet. Some parents preferred to 
receive written information about the illness or wanted to 
be informed where to find additional information. Par­
ents indicated that it is important to prevent the provision 
o f contradictory information by different health care pro­
viders.
Parents and survivors expressed their wish to adapt the 
content o f information to the age and cognitive capacities 
o f the patient. Adolescent survivors emphasized the lack 
o f information designed specifically for their age. They 
preferred information to be adapted to their specific needs 
as adolescents, instead o f being addressed to as either chil­
dren or adults.
The shock o f being informed about the diagnosis pre­
vented the participants from adequately absorbing all rel­
evant information. They therefore preferred to receive 
only general information at the time o f diagnosis, fol­
lowed by more detailed information during subsequent 
consultations. Survivors also acknowledged the dilemma 
with which physicians are faced, with the requirement to 
fully inform young patients and parents about illness and 
treatment, and on the other hand the awareness that the 
majority o f this information is lost in the shock o f hearing 
the diagnosis.
Parents and survivors mentioned the importance o f  
repeating information about the illness and treatment. 
Survivors particularly emphasized that patients should 
not feel embarrassed to ask the same questions again if  
this was necessary to completely understand the informa­
tion. Parents mentioned the usefulness o f  receiving a writ­
ten summary o f consultations, which made it possible to 
reread important information.
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Participants preferred to be notified in time when consul­
tations were going to take place, but they reported differ­
ent reasons for this preference. Parents wanted to be able 
to prepare themselves and to make sure that both parents 
could be present, particularly during the diagnostic con­
sultation. Child patients and survivors preferred to know  
the timing o f consultations for more practical reasons, 
such as not having to get up too early.
Preferences regarding the presence o f  young patients dur­
ing consultations varied considerably. Whereas some 
patients and survivors wished to be present during all con­
sultations, others indicated that they did not mind their 
parents occasionally speaking privately with the physi­
cian, and that they preferred to be informed by their par­
ents instead o f by the physician. Patients' absence during 
consultations could, however, give them the impression 
that important information about their illness was held 
back.
Parents' reports varied from never to sometimes having 
had consultations without their child being present. Par­
ents who chose to discuss things with the physician in the 
absence o f their child and thereby functioned as interme­
diate in the information exchange between physician and 
patient, mostly did this because they wanted to shield 
their child from potentially upsetting information, or 
because they considered their child too young to be bur­
dened with such information. Their decision concerning 
the child's presence was also influenced by the cognitive 
abilities, preferences, and emotional and physical condi­
tion o f the child. Parents who preferred their child to be 
informed directly by the physician indicated that they 
considered the physician better qualified to clearly 
explain aspects o f the child's illness and treatment, to 
answer the child's questions, and to prevent any misun­
derstandings, without getting too emotionally involved. 
Some parents experienced their child's absence or pres­
ence during consultations not as a result o f their own deci­
sion making, but rather as a consequence o f convention.
Survivors emphasized that young patients should be 
explicitly involved in deciding how they should be 
informed and which information they should receive. 
This may also bring about some difficulties, as a survivor 
(aged 19) stated: 'I don't think asking a child to indicate what 
he or she wants or doesn't want to know will work out right. 
There may be a lot of information that you would like to know, 
but you may not even know that it exists. Particularly at the 
start. You shouldn't make a child think too much at that time, 
because he or she is thinking of other things then.'
Patients sometimes preferred to use their parents to facili­
tate communication with health care providers: 'When my 
parents notice that I don't know the answer, they help me. They
also help me when I forget to ask or say something. (...) I some­
times prefer my parents to do the talking because I sometimes 
don't know what to say' (patient, aged 15). '(...) i f  you're hav­
ing a hard time, it's useful that your parents also hear what's 
being said, so that they can tell you everything once more' 
(patient, aged 16). Despite this occasional use o f their par­
ents as facilitators o f  the communication, patients and 
survivors preferred to be the ones to whom  information 
and questions were addressed.
The participants generally knew who to turn to with ques­
tions regarding illness or treatment. Parents and survivors 
stressed the importance o f being able to reach health care 
providers at all times, although their opinions about the 
actual accessibility o f health care providers varied. Partic­
ularly in the course o f treatment and when the child was 
at hom e in periods between treatments, parents and sur­
vivors reported having difficulty in reaching health care 
professionals to answer their questions. Some o f them  
suggested the introduction o f an e-mail service, which 
would facilitate the discussion with health care providers, 
particularly concerning sensitive topics.
Preferences concern ing partic ipa tion  in the decision­
m aking process
The majority o f  participants preferred decisions about 
treatment to be made in collaboration between patients, 
parents, and health care providers. This preference con­
cerned major decisions about the execution o f treatments 
as well as decisions concerning procedures surrounding 
treatment and examinations, such as the timing o f  
appointments and the use o f sedatives. Only one survivor 
(aged 11) and two patients (both aged 10) expressed a 
preference for a passive role in making major decisions on  
treatment. The two patients, however, did want to take 
part in less important decisions. Although parents could 
be o f assistance in reaching a decision, and, in doing so, 
could affect the decision-making process, survivors and 
adolescent patients emphasized that they should be the 
ones to make the final decision. Some survivors referred 
to the importance o f  patient age in determining the 
appropriate level o f patients' participation in the decision­
making process: '(...) i f  you're older than fifteen, you're 
allowed to have a say in the decision and to decide for yourself 
sometimes. I f  you're younger than fifteen, you should decide 
together. I think children younger than fifteen don't really know 
what's good and bad for them' (survivor, aged 17).
Despite their general preference for collaborative decision 
making, participants indicated that characteristics o f the 
situation sometimes prevented them from being actively 
involved in deciding about treatment. In some cases they 
felt they did not have a choice, as the patient's only chance 
o f getting better was to be treated, and there was a pre­
scribed treatment protocol. Other reasons mentioned as
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preventing participation in decision making were: lack of 
sufficient knowledge o f the illness and treatment or trust 
in the physician's expertise, practical circumstances, and 
the patient being too ill or depressed to decide.
Discussion
To our knowledge, this study is the first to investigate 
communication needs and preferences in paediatric 
oncology from the perspectives o f child cancer patients, 
parents, and survivors o f paediatric cancer. The focus 
group participants expressed detailed and multi-faceted 
views regarding their needs and preferences. The simulta­
neous inclusion o f the three groups enabled comparison 
o f their views, which revealed similarities and differences 
between and within groups.
There was unanimity among participants with respect to 
the majority o f  interpersonal aspects preferred in commu­
nication. In line with previous research [19], the partici­
pants valued honesty, reassurance and support from 
health care providers, sufficient time for communication, 
and continuity o f health care providers. A subtle differ­
ence between parents and survivors was found in the def­
inition o f the need to be taken seriously. The only aspect 
o f communication valued highly by patients and survi­
vors, but not mentioned by parents, was communication 
about non-medical issues, which gave patients and survi­
vors the impression o f not being constantly addressed as 
patients.
Young patients, parents, and survivors also agreed on the 
importance o f  several aspects o f information exchange, 
such as the need to be fully informed and to have the 
opportunity to ask questions, and the accessibility of 
health care providers. Previous research showed that 
patients and parents prefer to receive illness-related infor­
mation in face-to-face situations. When health care pro­
viders' workloads limit the possibility o f  being informed 
face-to-face, patients and parents prefer to receive infor­
mation in writing or through the Internet [39,40].
Considerable differences in views within the groups of 
participants were found for the preference o f the patient's 
presence during consultations. Mack et al. [41] reported a 
positive association between the presence o f the child 
patient during consultations and the patient's age, which 
was reflected in parents' contributions in the present 
study. Patients' and survivors' preferences concerning 
their presence during consultations did not show a clear 
association with age, however.
The absence o f the child patient during consultations 
directly affects the role delineation between parents and 
child in information exchange. It causes the parents to be 
managers o f what their child is told about the illness, and
when and how this information is provided [23]. Young 
patients differed in the extent to which they were satisfied 
with the parental role in communication. Some thought 
communication to be constrained by their parents, 
whereas others explicitly used their parents in the commu­
nication with health care providers. In the latter case, par­
ents performed the roles reported by Young et al. [23]: 
they functioned as facilitators o f communication, com ­
munication buffers (i.e. patients use their parents to 
answer difficult questions), or communication brokers by 
repeating or clarifying important information.
In line with previous research [9,19,29], major decisions 
about the execution o f treatments as well as decisions con­
cerning procedures surrounding treatment and examina­
tions were generally preferred to be taken in collaboration 
between health care providers, parents, and young 
patients. Although the number o f participants who pre­
ferred passive involvement in treatment decision making 
was small, the variation in preferences highlights the need 
to consider individual differences.
Survivors and adolescent patients emphasized that par­
ents could be o f assistance in reaching a decision and 
thereby affect the decision-making process, but that they 
themselves should be the ones to make the final decision. 
This statement provides confirmation for the distinction 
between decisional priority and decisional authority 
made by Whitney et al. [42]. The person who has deci­
sional priority takes the lead in the process o f choosing 
between possible treatment options, resulting in a recom­
mendation or request which prepares the ground for the 
final decision. The actual decision to accept or reject the 
proposed option is made by the person who has deci­
sional authority. Although parents may have decisional 
priority, survivors and adolescent patients think that they 
should have decisional authority, which is in line with the 
Dutch medical treatment act.
According to Whitney et al. [42], the person who assumes 
decisional priority in paediatric oncology depends on the 
number o f available options and the curability o f the spe­
cific type o f  cancer. When there is, for instance, one clear 
best treatment option and cure is probable, decisional pri­
ority lies primarily in the physician's hands. This corre­
sponds with participants' reports o f  not always being 
actively involved in deciding about treatment, despite 
their preference for collaborative decision making. In sit­
uations where one clear best treatment option is lacking, 
patients and parents have a more active role in the deci­
sion-making process [42]. This is in line with the concept 
o f professional 'equipoise', which is believed to enable 
collaborative decision making [43].
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M eth odo log ica l re flections
Online focus groups have mainly been used in adult pop­
ulations and to our knowledge, these groups have not 
been previously used for children in paediatric settings. In 
general, the online focus group m ethodology proved to be 
a feasible tool for collecting data from hard-to-include 
respondents, such as children in active treatment for 
childhood cancer and their parents. Young patients, their 
parents, as well as survivors could be actively engaged over 
a one-week period. They provided elaborate and detailed 
responses to the questions posed on the focus group web­
site. The fact that not merely the parents, but also the chil­
dren and adolescents in our study were able to clearly 
articulate their needs and preferences, argues for the use of 
this method in future research to further reveal the previ­
ously often neglected opinions o f children.
For practical reasons, recruitment o f  patients and parents 
took place in different ways in the two oncological wards. 
In the first ward, eligible participants were approached in 
person, whereas participants were contacted by mail in 
the second ward. This resulted in different response rates 
(Table 1). Although recruitment by mail provides the pos­
sibility o f  reaching a larger sample in a shorter amount of 
time, contacting eligible participants in person resulted in 
higher rates o f  agreement to participate. However, the per­
centages o f respondents who did not participate despite 
their initial consent were also higher in the first ward. Eli­
gible participants who are approached in person may find 
it harder to refuse participation, leading to higher rates of  
agreement to participate, but probably also to higher rates 
o f secondary attrition. Future studies are needed to further 
investigate the best way o f recruitment in comparable 
samples.
By recruiting respondents through hospitals instead of 
relying on self-selection through the Internet, we were 
able to minimize the selection bias frequently mentioned  
as drawback o f online research [44]. Still, children and 
parents with stronger preferences for participating in med­
ical communication and decision making may have been 
more likely to participate in the study, thereby overesti­
mating the preference for participation. The aim o f this 
qualitative study was, however, not to generalize the 
results, but rather to increase our understanding o f proc­
esses that were hardly studied before. Focus groups are 
typically meant to elicit data on the views and opinions of 
small groups o f people. Emphasis is placed upon achiev­
ing a depth o f understanding instead o f upon generaliza­
tion o f  the findings [45].
The results o f  this study may be regarded as a first explor­
atory glance at the needs and preferences o f patients and 
parents involved in communication in paediatric oncol­
ogy care. To be able to adapt communication in paediatric
oncology to the preferences o f young patients and par­
ents, more insight into these preferences is needed. This 
involves not only the validation o f the current results in 
larger samples, but also studying associations between 
sociodemographic, illness, or treatment related variables 
and participants' preferences in communication, and 
studying the changes in preferences that may occur during 
the course o f the illness [46,47]. These subjects will be 
addressed in a study currently being conducted by this 
research team.
Conclusion
Current guidelines o f  sharing developmentally relevant 
medical information with young patients to enable their 
active participation in decisions about their own health 
care mainly concur with children's and adolescents' pref­
erences. The majority o f  young patients and survivors 
wished to be fully and truthfully informed and preferred 
to participate in treatment decision making. Still, some 
variation in preferences was found, which faces health 
care providers with the difficult task o f balancing between 
the sometimes conflicting preferences o f young cancer 
patients and their parents. This requires an ongoing eval­
uation o f patients' and parents' needs and preferences at 
different stages o f the illness. The use o f a screening tool 
for evaluating patients' and parents' communication  
needs and preferences in daily practice may be useful in 
this respect. With the use o f  the data provided by our 
online focus groups, we are currently developing such 
tools.
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